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• Individuals with intellectual and developmental disabilities 
(IDD), especially Down Syndrome, are at an increased risk of 
developing Alzheimer’s Disease and other related 
dementias (ADRD) by middle adulthood1
• A limited amount of research exists that focuses on the 
comorbidity of IDD and ADRD, putting a great amount of 
strain on formal and informal caregivers2
• In addition to memory, ADRD diagnoses contribute to 
problems related to language and communication3
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Research Aim
To explore communication strategies that are 
utilized by formal caregivers of an individual with 
Down Syndrome and late-stage Alzheimer’s 
Disease
• Design: Qualitative descriptive study 
• Participants: Three formal caregivers at an Orange County, 
North Carolina group home, with over five years of 
experience
• Data Collection: One focus group with two participants and 
one semi-structured interview with the third participant 
• Data Analysis: Thematic analysis (Hesse-Biber & Leavy, 2011)
Utilizing 
previous 
interests and 
preferences
Establishing 
consistent 
routines and 
schedules
Gaps in 
knowledge 
(“Learn as you 
go”) 
“We usually just kind of go off 
of her facial expressions and we 
ask her if she’s hurting but a lot 
of times she doesn’t respond 
with a yes or no.” 
“We know what she likes so it’s 
easy to kind of like try this, no 
that don’t work so let’s try 
this.” 
“She used to just get up 
and go straight to the 
bathroom, or tell us….now 
we try to keep her on a 
schedule.” 
“If she cannot tell me then 
I don’t know how to fix it.” 
• Although the three participants utilized a variety of non-verbal 
communication strategies, they acknowledged gaps in their 
knowledge surrounding dementia. 
• Frequently relied on consistent routines and knowledge of care 
recipient’s previous interests and preferences to try and meet her 
daily wants and needs
• Expressed communication as being one of the most challenging 
aspects of caregiving 
• Research findings highlight both successful communication 
strategies as well as barriers that exist.
• Occupational therapists can use their therapeutic use of self and 
expansive knowledge regarding communication strategies to 
deliver client-centered occupational therapy interventions to 
individuals with IDD/ADRD and their caregivers  
